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Who Are We? 
The Utah Birth Defect Network (UBDN) is a program that works to benefit Utah children with major birth 
malformations.  The UBDN’s goal is to prevent birth defects and secondary disabilities by monitoring occur-
rence, conducting epidemiological studies, and providing education and outreach. The UBDN is a program within 
the Bureau of Children with Special Health Care Needs, Division of Community and Family Health Services at 
the Utah Department of Health.   

What do we do? 
In addition to tracking the occurrence of birth defects, the UBDN staff works to educate women and their 
health care providers throughout the state on the benefits of taking a multivitamin with folic acid prior to 
conception.  The UBDN wants all women to know what they can do before getting pregnant to improve their 
chances of having a healthy baby.  It is important not only to prevent birth defects from occurring, but also to 
work with a child as soon as possible to minimize the physical, social and developmental problems that may      
occur as a result of the primary birth defect.  

Why do we do it? 
Birth defects are the leading cause of infant death in the U.S. and contribute to many premature births. Each 
year 1,400 babies (one in 33 births) are born with a major defect.  Not all birth defects are visible, as many of 
them impact the internal organs.  Monitoring prevalence rates allows UBDN to identify trends and evaluate 
potential risk factors. Ultimately, epidemiological studies will lead to prevention strategies.  Having a child 
with a birth defect is a life-changing event.  It is also the beginning of a lifelong journey with rewards and 
challenges.  In this journey, some families may feel alone or feel they need information and support.  The 
UBDN recognizes this and is in the process of creating a referral network for parents and children dealing 
with birth defects in Utah. This network will facilitate family-to-family connections among those dealing with 
similar conditions.  Our annual Birth Defect: A Lifetime Journey for Children and Families conference is the 
first step in making these connections.  The conference will be held Saturday, Jan. 20, 2007 from 1–4 p.m. on 
the University of Utah campus.  Details are on page 4.  



Quality of life is important to people 
with birth defects and their families.  At 
the UBDN (Utah Birth Defect Network) 
we are listening to families to understand 
better how people with birth defects 
rate their quality of life, what has 
worked for some, and what more can be 
done for a better quality of life. What 
these families tell us can  help other 
families, health care providers, teachers, 
and policy makers understand these chal-
lenges, promote what works, and make 
the changes that need to be made at all 
levels.  

With support from the Centers for    
Disease Control and Prevention, UBDN is 
interviewing families with children and 
adolescents born with cleft lip, cleft 
palate, and other craniofacial anomalies.  
We have selected this group of families 
based on the condition, location, and age. 
We have also put together two focus 
groups of parents with similarly affected 

children, and we have sent out a mail    
questionnaire to still more families. We are 
particularly interested in learning from 
families what they believe are the key is-
sues they are facing—from the birth of the 
child through his or her adolescence. 

If you have participated in these health 
surveys, thank you. If you are called to 
participate, please consider doing so. And 
call us if you have questions at      
(801-257-0566). 
You might wonder—Why facial clefts and 
craniofacial anomalies? These conditions 
can affect feeding, hearing, speech, and 
facial appearance, and may lead to multiple 
surgeries and high medical costs. School 
and social activities may be a challenge for 
some, as other kids and parents may not be 
as knowledgeable or sensitive to these   
conditions.  

To date we have interviewed 53 parents of 
affected children, as well as 21 parents of 
unaffected children (as a comparison 

group). Our target is to interview approxi-
mately 50 additional parents. We have 
also received completed mail surveys from 
100 parents of affected children and 20 
from parents of unaffected children, and 
are hoping to receive at least as many 
more before we are finished.   

These studies are groundbreaking, and 
have the potential to do much good for 
children and families in our community. 
They would not be practically or finan-
cially possible without the Utah Birth  
Defect Network, and the network of   
people and professionals who directly and 
indirectly support its work. We look    
forward to highlighting some of the    
findings in upcoming issues of this      
newsletter. 

 

Lorenzo Botto, M.D.  

Department of Pediatrics, University of 
Utah and Utah Birth Defect Network, 
Utah Department of Health 
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Would you like to help the Utah Birth Defect Network grow?  
We are working on prevention activities and educating the public about birth defects in Utah.  

Please call us at (866) 818-7096 or (801) 257-0566 
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From the Outreach Desk 
As the Parent Outreach Coordinator at 
the Utah Birth Defect Network, I am 
constantly meeting new people.   

Recently,  Sylvie L and Rosemary D called 
me. Sylvie and Rosemary are two sev-
enth-graders who are making a differ-
ence in their community.  They have be-
gun a campaign to educate other children 
about cleft lip and palate.  They are also 
working to raise money for Operation 
Smile.  (Operation Smile volunteers re-
pair  childhood facial deformities while    
building public and private partnerships 
that advocate for sustainable health care 
systems for children and families.)    
Sylvie and Rosemary are selling candy and 
homemade Starburst® wrapper wallets 
to local children in their school.  All    
proceeds will go to Operation Smile. 
Hats off to Sylvie and Rosemary for 
making the extra effort to educate    

others about the prevention and treatment 
of birth defects!  There are many opportu-
nities for you to become involved, too. 

• Education Outreach:Teach others 
about birth defects, including causes 
and prevention. 

• Financial Contributions:Donating funds 
to support research into causes and 
prevention. 

• Research Participation:Participate in 
ongoing birth defect research studies  
in Utah. 

• Parent Support Network:Provide   
social and emotional support to       
parents and children dealing with  
birth defects. 

Having a child with a birth defect changes 
the way you view the world.  The challenges 
that accompany the journey are often   
arduous and overwhelming.   

Families are dealing with difficult issues, 
struggling with newly diagnosed birth  
defects and the new set of expectations 
that come with caring for a child with 
special needs.  Most of the families I 
meet enthusiastically express a desire to 
meet other families dealing with similar 
challenges. This is where parents often 
find the support they need to accept their 
situation and move forward. If you would 
like to be added to our family referral 
network or share your story, please     
contact Kristin Fowels at 866-818-7096 
or kfowels@utah.gov . 

Kristin Fowels, Outreach Coordinator 

FOLIC
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Jack, our fourth child, was diagnosed by 
ultrasound at 18 weeks as having a cleft 
lip and a brain malformation. Our three 
older children have no birth defects. 
We've had more than our share of den-
tal visits, stitches, broken bones, and 
ear infections, but we had no experience 
with birth defects.  

We started researching things and were 
led to LeAnn Roling, the craniofacial 
team coordinator at PCMC. We made an 
appointment with her, but almost can-
celled. You see, about 3 weeks prior to 
our appointment, the doctors told us 
Jack’s condition was … incompatible with 
life. We didn’t want to learn about spe-
cial bottles if we were never going to be 
able to feed him. We decided to keep 
our appointment after all, and LeAnn 
told us about the conference and en-
couraged us to go. Thank goodness for 
LeAnn. 

We had been dragged, kicking and 
screaming, into this new and special 
group. We were excited to get a chance 
to meet other members of this elite 
club. We learned so much, and the people 

we met at the conference instantly im-
pacted our lives, as well as our son’s. The 
providers, as well as the families, were 
exactly the people we needed to meet. 
We went with so many questions and 
everyone we encountered helped us in 
one way or another.  

We came away from that conference 
with a new hope. We felt like maybe we 
could handle our son’s issues. We cer-
tainly felt like we were no longer alone.  

Two months later, defying all medical 
predictions, Jack was born, pink, 
healthy, and beautiful … with 12 birth 
defects or, as the doctors say, a       
“constellation of anomalies,” including: 
unilateral cleft lip/bilateral cleft palate; 
holodiencephaly; scoliosis turning into 
kyphosis; right side abnormalities includ-
ing dextrocardia, hand, fingers and arm 
shorter than the left, index finger 
crooked and fingers slightly webbed; 
nipple offset; skin tag on bicep; and  
pectoral muscle underdeveloped (aka 
Poland's Syndrome).   

Procedures Jack has undergone include: 
palate prosthesis and premaxillary    

repositioning 6/13/06;  lip adhesion 
8/8/06; lip repair 11/14/06; and VP 
shunt for hydrocephalus 3/30/06. The 
skin tag was removed 6/13/06.   

I know that if we hadn’t been to the 
conference, it would have been a much 
scarier time for us. But everyone we met 
throughout the conference was with us, 
in our pockets.  

We were definitely not alone.  
One of the greatest things we gained 
from the conference was learning about 
a Yahoo group for parents of kids with 
disabilities called “Utah Kids.” They   
instantly accepted me into their family, 
and they are the reason I am functioning 
today.  

I have had many ups and downs since 
Jack was born, and they have been there 
to be excited when he does something 
great, and hold my hand when I just 
can’t handle it anymore.  

This elite club is more than I could have 
asked for, and I just pray that I can be 
that for someone else.  

Jenny  Simmons 

The Utah Birth Defect Network is 
proud to profile the Poulson Family 
from Springville, UT.   

Hi!  My name is Jade Poulson.  I was born 
on December 18, 2001 and surprised my 
mom and dad with a severe bilateral 
cleft lip and palate.  My mom had three 
ultrasounds, and each time they checked 
for cleft lip and palate (CLP), I just kept 
my hands held tight in front of my face.  
(I hid myself because I didn’t want my 
mom to worry about me while she was 
pregnant.)  

 I am currently 5 years old and have had 
several surgeries, including: premaxilla 
repositioning, palatal prosthesis,      
separate lip closures, soft palate      
reconstruction, ear tubes, and most re-
cently, hard palate reconstruction.  A 
total of about 10 in all!  

 I enjoy going to see my doctor at PCMC. 

His name is Dr. Louis Morales. Not only 
does Dr. Morales think I’m cute, but he’s 
very happy with how I’ve come along with 
the surgeries. He’s told me several times 
that I was one of the most severe cases 
he’s ever seen, meaning my palatal open-
ings were very wide!   

I have been involved in early intervention 
since I was about 18 months old! I at-
tended Kids Who Count in Salem and am 
currently attending Sage Creek Elemen-
tary’s Early Intervention Preschool in 
Springville for speech therapy and 
physical therapy.    

In addition to my CLP I also have acute 
oculomotor apraxia which mildly affects 
how my eyes and brain communicate!    

I am far from being done with surgeries, 
but as I’ve gotten older, things have just 
become easier on me and my parents and 
we definitely feel as though we’ve been 

very blessed! If you want to talk to my 
parents, you can email them at:  

vlinder23@msn.com. 
  

Cleft lip and/or palate occurs when the     
tissues of the mouth or lip don't form 
properly during fetal development.  
A cleft lip is a long opening between the 
upper lip and the nose. A cleft palate is 
an opening between the roof of the 
mouth and the nasal cavity.  

Family to Family Connections: Getting to Know YOU! 

A Parent’s Perspective on the Family Meeting 
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Utah Birth Defect Network 
PO Box 144699-4699 
Salt Lake City, Utah 84114-4699 
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Check out our Web site! 
www.health.utah.gov/birthdefect 

 Seating is limited and registration is required. Call 1-866-818-7096 or register online at  
www.health.utah.gov/birthdefect. 
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